The aim was to review factors affecting patients' access to palliative care. First, the benefits of palliative care for comprehensive care of patients and their families are identified. Despite these benefits, universal standards for access are lacking and referral typically occurs later than is recommended, limiting access to best practice care. Factors relating to access are reviewed in detail. They are grouped conceptually, combining those related to organisational factors, patient and family-related issues, which include characteristics of patients, preferences for curative care, and willingness to discuss and participate in palliative care, and factors attributed to physicians and health professionals, such as communication styles, sense of efficacy, perceptions of patient readiness, and knowledge of palliative care. Despite the accumulated evidence, the existing studies share methodological weaknesses, which are (1) Yet referrals to PC can still be untimely, poorly managed, or delayed. An earlier review of the literature has identified the problems and issues associated with accessing PC.
Barriers to Accessing Palliative Care: A Review of the literature
Supportive care needs of patients and their carers may be addressed by earlier consultation with palliative care (PC) services.
(1) Yet referrals to PC can still be untimely, poorly managed, or delayed. An earlier review of the literature has identified the problems and issues associated with accessing PC. (2) The aim of this paper is to review the literature published in the decade since, addressing factors associated with access to PC services and to suggest aspects of access to PC requiring further investigation.
Referral to palliative care
Many studies have demonstrated that earlier access to palliative care may have positive benefits, addressing issues such as anticipatory grief and loss throughout the trajectory, facilitating improved symptom management, improved mood, and overall quality of life. (3, 4) Despite the demonstrated benefits, PC use is often less than optimal and opportunities are frequently missed. (5, 6) Conceptually, people living with life-limiting illnesses comprise three broad groups. (7) The majority have their care needs met by their support networks and primary care providers, including generalist, specialist, and allied health staff. A second group comprise those with more episodic increases in level of need that require access to PC services while continuing to receive care from their health care team.
The third group consists of people with complex needs requiring individualised plans implemented by specialist practitioners. Individuals can move between these groups as their statuses change. Hence PC can be considered an approach to care and support during all phases of treatment and not simply as an exclusively post-curative treatment measure.
Methodology
Electronic databases were searched from the beginning of 2004 to December 2012.
The databases included Medline, Embase, Psychinfo, and CINAHL. Key terms for the searches were (Palliative care or hospice or end of life care) and (access or barriers). The initial search provided 4499 results. The searches were then further refined, using inclusion criteria such as problems of access, physical and psycho-social needs, cultural issues, communication, and minority ethnic groups. Exclusion criteria included trials of medication and technology, historical perspectives, and economic factors. Bibliographies were examined and earlier papers were included if deemed pertinent to the review. This search resulted in 93 unique papers. After reviewing each of these articles, 45 were retained for inclusion in the review and are listed in Table 1 .
Insert Table 1 about here
Factors affecting access to palliative care services
In order to conceptualise the many interrelated factors that have been identified as affecting access to PC services, a theoretical model was devised ( Figure 1 ). Patients are considered as part of a family system, including carers and other family members. Health care teams are spearheaded by treating physicians and are part of health organisations.
Communication factors between patients and families and health care teams create the foundation on which relationships are formed. There is a broader context: the wider health care system and social and cultural factors are important influences on access to PC services.
Although it must be acknowledged that these categories are somewhat arbitrary and overlap considerably, this conceptual model forms the framework for the review.
Insert Figure 1 about here
Patient and Family-related Issues
Some of the barriers to PC services can be attributed to the patients and families, as they must ultimately accept or reject these services. (8) Moreover, while both physicians and families generally want earlier referrals, each party believes that the other is responsible for delays. (9) Some have speculated that patients and their families may have limited understanding of the options for care and treatment available to them. (9) Factors affecting these issues may include the unwillingness of doctors to discuss the options, and the willingness of patients and carers to hear about, discuss, and adopt these options.
Patients and families may prefer to continue receiving curative treatment even where palliative care may be more appropriate and thus may be less likely to pursue it. (5) For example, cancer patients tend to seek life-prolonging treatments if options are dichotomised into curative and palliative approaches, as the latter is considered equivalent to giving up on hope of a cure. (10) The term palliative care might have negative connotations that act as a barrier both to doctors suggesting referral and also for patients and families in taking up a referral option. (8, 11) A primary challenge for caregivers in deciding whether to access palliative care remains the fear of losing their loved ones and acknowledging that death may be faced, feeding a tendency to continue seeking active treatment regardless of the prognosis. (10) Most believe that despite short stays in hospice, referral occurred at about the right time. (5) The negative perceptions of patients and families with regard to palliative treatment are reflected in the view that accepting referral relates to giving up hope. Despite the prevalence of such beliefs, there is little firm evidence concerning how families and patients actually do perceive the concept of PC referral; this is a topic worthy of further research.
The willingness of patients and families to engage with PC may impact utilisation and timing of these services. For instance, doctors in one study considered the greatest barrier to palliative care referral to be patients and their carers, and believed that families and patients were often unwilling to discuss the possibility. (9) Another reported that medical staff members frequently believe that patients have preconceived, usually negative, ideas about utilising palliative services. (12) Conflicting findings on this topic have emerged, however. In one example it was argued that early palliative care consultation is acceptable to patients and thus should not be avoided. (3) When an initial outpatient palliative care consultation was available to individuals with metastatic non-small cell lung cancer within eight weeks of diagnosis, virtually all patients offered the service accepted. Although it is unknown if individuals with less aggressive types of cancers would act similarly, these results are supportive of advocating for palliative care service very early in the disease trajectory. (3) The role of practitioners in this reluctance is also unclear. Ambiguous language may add to the misconception that curative treatments may still be effective, or that it is too early for palliative care. (13) These possibilities require careful evaluation before definitive claims can be made.
The findings around predictors of PC access have also been contradictory. One study found that patient age was not a predictor of access to PC, whereas another found that age and gender did significantly predict use of these services. (10) It has also been reported that ethnicity had no bearing on timing of access, while other findings are that palliative care services have been disproportionately accessed by Caucasians. (10) While these contradictions are probably related to the social contexts of the studies, (14) comparative research might help identify the underlying factors that contribute to these superficial differences.
Barriers to PC utilisation may also occur around patients' and families' acknowledgement of the terminal nature of illnesses in cases where cure cannot be effected. (9) For the most part, studies have indicated that patients and families may have difficulty accepting the option of palliative care. For instance, doctors considered the major barrier to palliative care referral to be patients and their carers themselves, as they are often unwilling to discuss and accept palliative care services. (9) This effect helps explain why doctors may be hesitant in speaking about these issues. Over 10% of doctors in one study reported being hesitant in speaking about terminal prognosis or believed that talking about palliative care may signal a loss of hope for patients and their families. (15) Other papers reported patient fear of palliative care, and difficulty accepting need for palliative care with cessation of curative treatment, to be barriers to patients accessing these services. (11) Variations in uptake of PC services exist across types of cancer tumour stream. (10) For example, individuals with hematologic malignancies are less likely than those with other tumour types to access palliative care services and when they do, access is much later in the disease trajectory. (10) Later referral for this group has been attributed to levels of communication between specialist physicians and palliative care staff, which points to the importance of health professionals' contributions to these barriers. Non-cancer illnesses are usually less likely to access PC services. (10, (16) (17) (18) (19) (20) (21) (22) (23) For example, patients with chronic obstructive pulmonary disease are less likely to access the services because discussion of end of life care is often delayed. (16, 18, 23) Factors attributed to doctors and health professionals Doctors play an integral part in providing links with palliative care services. They are mainly responsible for providing information about treatment options, providing referrals where appropriate, and coordinating a care plan to meet the needs of the patient. (24) In many countries, the multidisciplinary care team also has a responsibility to plan together for access to palliative care. (25, 26) Factors related to the practice styles of medical and allied health professionals may facilitate referral, or lead to referral delays. (27, 28) Despite their gate-keeping role, 78% of doctors in one US study felt that palliative care services were underutilised. (15) Medical professionals' communication styles potentially impact on referrals to PC services. (24, 29) For example, communication and interpersonal issues was one of six themes in an analysis of factors impacting on the decisions of general practitioners and cancer specialists to refer to palliative care. (24) Participants were concerned that referral could lead to emotional damage for patients and their families. The authors conjectured that doctors may find verbalising recommendations to seek palliative care particularly challenging because they perceive that it may be seen as 'giving up'. Difficulties in communicating prognoses with patients and families have been reported in other studies. (9, 26) The ability to communicate honestly and openly in regards to prognosis, end-of-life issues, and information about PC is an important aspect of access to PC services. (24) A survey of US doctors revealed they tended to be optimistic regarding prognosis, especially where the doctors perceived their patients as optimistic regarding the outcome of treatment. (30) As a result of prognosis uncertainty, noted earlier, doctors may favour optimistic prognoses and fail to discuss palliative care options, which may be a major barrier to accessing these services. Overall, these authors recommended that doctors develop improved methods of communication with patients and their carers.
Doctors' knowledge about palliative care may be a barrier to earlier referral. (10, 12, 31, 32) One finding showed that 28% of doctors and residents believed their own lack of knowledge about hospice services limited their referrals. (15) Doctors may indeed not have the skills, training or experience to recognise when referral to PC should occur and it has been shown that doctors undertaking training and professional development around end-of-life issues are more likely to practice earlier referral to PC. (8) Medical staff considered level of knowledge about hospice to impact on referral to palliative care, which was considered predominately for the treatment of physical symptoms. (24) This study indicates that those patients without physical symptoms, but perhaps other unmet supportive care needs, may not be referred as readily and that psychosocial wellbeing is not a primary consideration for medical professionals. Other studies have reported that psycho-social needs are less likely to be triggers for referral to PC services, (12, 33) that physicians' ratings of patient concur poorly with patients' ratings, (34) and that carers' needs are not routinely documented. (35) Problems also relate to insufficient trained staff with knowledge about referral to palliative care. (31) Late referrals may result in poorer transition between acute and palliative care services, indicated by lower satisfaction with care received and a higher number of unmet needs than those referred earlier. (8) Late admission may impede hospice staff developing relationships with individuals and families, which is a particular concern. (5, 24) Earlier referral can allow sufficient time for relationships and better understanding of the service to develop.
A survey of doctors in the US was undertaken to consider both how attitudes toward and knowledge of palliative care might impact on referral rates. (9) Participants generally were uncertain about most areas of PC and also recognised that their level of knowledge affected their propensity to refer to PC services. Inadequacies in training may account for this perceived lack of knowledge. For example, studies conducted in rural Australia found that a minority of doctors interviewed believed that their preliminary training provided adequate knowledge and skills to perform services related to palliative care and they required more training. (36, 37) On the other hand, a survey of medical oncologists showed that they perceived poor assessment, reluctance to prescribe opioids, and excessive regulation as important barriers.
Symptom complexity and severity may affect clinicians' decisions to refer to PC services. Both complexity and severity of symptoms frequently triggered referrals by the doctors surveyed and all respondents cited purpose of treatment, capacity of the individual, stage of cancer, and physical symptoms (e.g., pain, bleeding, and constipation) to have influenced their past decisions to refer to PC services. (24) Patients that appeared well physically and did not complain of symptoms were likely to be overlooked, although respondents acknowledged that they may have benefited from referral too. Physical symptoms were given greater consideration than psycho-social symptoms in making the decision to refer, as was noted previously.
Medical practitioners' sense of efficacy or confidence in their capacity to treat patients' symptoms can be a factor in their decisions. For example, one study reported that many doctors interviewed had stated that their limitations and feelings of the symptoms being beyond their knowledge resulted in earlier PC referrals. (24) In cases where they felt that the patients' problems were within their expertise and could be managed effectively, doctors were less likely to refer. Indeed, the authors suggested that referrals often occurred when the problems were perceived to be unmanageable.
Factors related to contextual aspects
As noted, delayed access to PC services may be influenced by the longstanding dichotomy between cure-oriented treatment and PC. (9, 24) Lack of integration between services tends to produce numerous barriers to continuity of care. (38) Difficulties include those around transition between types of care, leading to delay and fragmentation, often combined with doctors' uncertainty regarding prognosis. As referral is often perceived as giving up hope on curative treatment, then uncertainty can contribute to optimistic judgements about prognosis exacerbating delayed referral. A divide between services may mean that patients feel a need to choose which type of care they receive when they are still not ready to acknowledge their incurable conditions. (39) Even within systems, local differences can affect PC access. (40) (41) (42) Social and cultural factors play major roles in access to PC services. Rurality and physician availability is related to services provision, for example. 
Limitations and Directions for Further Research
Several limitations of the work reviewed here can be identified. Several, for example, do not indicate whether those receiving PC services achieved better outcomes. Some were conducted at a limited number of sites, a single site, or a specific geographic area. Factors such as community norms and cultural differences influence generalisations that can be drawn regarding best practice. In general, samples tended to be small and replication was rare.
Given the role that social and community context can play in access to PC services, these weaknesses do constrain many generalisations that can be made. Despite these limitations, the studies have utility in facilitating an understanding of access to PC, as well as suggesting areas for further investigation.
Some of the areas identified in the review as likely to benefit from further research include more work on the knowledge and attitudes of families to PC and the role that psycho- 
Conclusions
Complex factors interact to affect access to PC services for patients and families.
These factors relate to patients and families themselves, as well as to medical professionals and health care teams, and to broader features of the social and cultural context. They include stereotypical beliefs and attitudes to PC of clinicians, patients and carers. They also relate to normative practices and cultural traditions. Service models, training opportunities and level of knowledge of professionals can all be barriers to PC access. Identification of these factors has progressed in the last decade although many barriers identified in the past persist today.
Further exploration that may help improve timely access to PC services is undoubtedly
warranted. There is much to be gained by integrating PC services earlier than often occurs, and further study on this topic could help address identified barriers. Patients' preferences for alternative services were higher than those for traditional hospice services.
Retrospective study of patient records Examines hospital charts for one year to compare patients who could benefit from PC services and who did or did not receive them.
Canada
All patient records over a 12-month period at two mid-sized hospitals in a large city.
A significantly lower proportion in one hospital was referred to PC services, especially older and non-cancer pts. 
